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Federal Definition of "Developmental Disability":

"(7) The te= 'developmental ctisability'
means a severe, chronic ctisability of a
person ·.mich -

"(Al is attributable to a mental or
physical. impairment or cOlllbination of
mental and physical impairments,·

"(B) is manifested before the person
attains age twenty-two,

.. (e) is likely to continue indefinitely,
"(Dl -results in substantial functional

limitations in three or more of the follow
inq areas of major life activity: (il self
care, (ii) receptive and expressive language,
(iiil learninq, (iv) mobility, {vl self
ctirection, (vi) capacity for independent
living, and {viil econOlllic self-sufficiency,
and

"{El reflects the person's need for a
cClllbination and sequence of special, inter
ctisciplinary, or generic care, treatment, or
other services which are of lifelong or
extended duration and are inctividually
planned and coordinated. n

Cite: Public Law 95-602 (Rehabilitation Act of
1973, As l\mended 1978, also called
"Rehabilitation, Comprehensive Services,
and Developmental Disabilities Amendments
of 1978")



Issues Regarding Operationalizing the Federal Definition

The definition of developmental disabilities as outlined in Public

Law 95-602 has been described as being more a concept than a definition.

Whichever term is used, it does not have sufficient specificity to be

easily applied as currently written. Additionally, it does not appear

that anyone has operationalized the federal definition in sufficient

detail and with sufficient thoroughness to effectively state what the

implications of a particular operationalization would be. Maryland is

now facing the probable necessity of operationalizing the federal dd

definition and needs to consider the issues and implications of the

decisions which will need to be made. The following is a very brief review

of some of the issues and their implications. The remarks are based on our

review of over 20 state and federal plans and reports. This review is an

ongoing process and our comments herein may need to be revised as additional

material is received and reviewed.

Our review will focus on seven areas of significance: (a) the federal

definition, (b) the "new" disability groups to be served in 1he future, (c)

the "gray zone population", (d) the prevalence of developmental disabilities

in the general population, (e), comprehensive evaluations, (f) the service

system, and (g) HCFA's suggested definition of developmental disability.

(A) The federal definition

1. Defining substantial limitation. The single most critical issue

in operationalizing the definition is defining what is meant by a substantial

functional limitation in each of the seven major life activity areas. It is

frequently proposed that we define 'substantial' as being so many standard

deviations or a certain percentage below the age-appropriate norm for each
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The problem with this approach is that it implies

that normed, accepted, standardized measures of each life activity area

exist which can be applied to the different disabilities covered under the

dd definition. Some federally and state funded efforts have been made in

this direction, but to date, we have been unable to find anyone who has

actually carried this through for all the life activity areas and established

cut-off points for each test.

The most common method currently in use is a checklist approach using

a table developed by Gollay (see appendix for a sample checklist and Gollay's

table) and relying upon the clinical judgment of an evaluator or team of

evaluators. The effect of such an approach on the existing eligible popula

tions and its interrater reliability remains to be established. There does

not appear to be any study which relates the checklist approach to the concept

of standard deviations below the norm or a similar approach.

Operationally defining 'substantial limitation' will accomplish several

objectives: (1) help in the determination of prevalence of the development

ally disabled in the population, (2) identify who among previously eligible

categorical disability groups will cease to be eligible. and (3) enable us

to establish the degree of standardization or interrater reliability

achieved in the new comprehensive evaluation.

2. Manifestation before age~. The definition allows room for

interpretation as to what is meant by manifestation before the age of 22.

The interpretation will have significant impact on the eligibility of

persons with degenerative disorders. The issue may be succinctly presented

as follows: If one meets the substantial functional limitation criteria

at the time of evaluation and the condition was present before the age of

22. did the substantial functional limitations also have to be present

prior to the age of 22? If the answer is yes. that the substantial functional
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limitations did need to exist, then there becomes a significant documentation

problem. Alternatively, if the condition which has resulted in the present

substantial functional limitation only needs to have existed prior to the

age of 22, one avoids many of the documentation problems but has broadened

the number of eligible individuals by an unknown but potentially significant

number.

3. Age related life activity areas. The definition calls for

substantial functional limitation in three or more of seven life activity

areas. The area of economic self-sufficiency may not be a relevant life

activity for those under the age of 18 nor over the age of 65. Similarly,

capacity for independent living may be less relevant for those under the

age of 18, and would appear to certainly not be relevant for those who have

not reached adolescence. It appears clear that the definition will need

to be adjusted for age appropriate functioning. Some of the life activity

areas appear not to be applicable for the very young and/or the very old.

These adjustments must be determined and provided to the professionals

who will be conducting the evaluations of the potentially developmentally

disabled individuals. It is important to note that, for the younger

population, the validity of assessment becomes increasingly problematic as

our ability to predict the probability of a substantial functional limitation

continuing indefinitely weakens without a history of response to

habilitation efforts.

(B) The 'new' disability groups to be served in the future

The earlier categorical definition focused primarily upon the four

disability categories of mental retardation, cerebral palsy, epilepsy, and

autism. The category of other neurological impairments, while in the

definition, was frequently neglected, along with the developmentally disabled
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individuals in this category. In moving to a functional definition these

'new' individuals become eligible for consideration as developmentally

disabled if they meet the crite~ia set in the federal definition (substantial

functional limitation, age of onset, etc.). The chart in the appendix

includes some of the conditions that may result in the individual with the

disability being classified as developmentally disabled according to the

federal definition, and indicates the likelihood that each of the disabili

ties would 'qualify' as a developmental disability according to the federal

definition.

We can readily see that a considerable number of disorders may provide

individuals with developmental disabilities. While the list of these

disorders is long, indications at the present time are that the number of

individuals in these categories is small. Current prevalence estimates

encompassing only the four categories of mental retardation, cerebral palsy,

epilepsy, and autism would be increased to a greater or lesser degree,

depending on the number of persons in the 'new' population who meet the

criteria of the federal definition as being developmentally disabled.

Some of these 'newt disability groups will require services which are

somewhat different in content than the current services offered. For

example, some individuals have a more substantial medical habilitative

service need. In any case, providers will need to be developed or existing

providers brought under the MRDDA service system umbrella.

Particularly problematic is the disability group labeled 'chronically

mentally ill.' Many of these individuals would meet the criteria of the

federal definition but are currently deemed to be the responsibility of the

Mental Hygiene Administration. Unless clarifying language is developed for

the proposed statute, there will be a dual responsibility for this disability

group (see also section G on the HCFA definition).
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(e) The 'Gray Zone Population'

We assume that those currently receiving services, even if they would

not presently meet the dd definition, are still to continue receiving

services in the future. There remains, however, the issue of those in

dividuals who need habilitative services in order to live in substantial

independence (with ongoing support service~, but may not meet the definitional

criteria of a substantial limitation in three life activity areas. The best

example would be persons who are diagnosed as mildly mentally retarded.

They may be substantially functionally limited in one or two life activity

areas (such as economic self-sufficiency), and be partially functionally

limited in several other areas and thus not qualify as developmentally

disabled. However, with certain basic services these individuals might be

able to be gainfully employed and live in substantial independence. Without

these basic services they might become a burden on their families and the

community and be at increasing risk of institutionalization as they would

not meet service system eligibility criteria. However, given depressed

function due to a lack of services and increased stress in general, and

given the political pressure that these newly disenfranchised persons might

generate, there is probably sufficient reason to consider their situation

with great care. This 'gray zone population', with both substantial and

partial functional limitations but not developmentally disabled according

to the federal definition, should be considered in any decisions concerning

the federal definition and its application in Maryland.

(D) Prevalence

The next significant question for which sound information is not

available is: How many people are developmentally disabled? This issue

of prevalence has been addressed by many states and by several federal studies.

Those studies that we have reviewed to date have major methodological flaws.
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These methodological flaws all begin with the lack of an operationalized

definition (except in the case of one state: West Virginia) and end with

figures which mayor may not relate to those which would actually be

obtained through a comprehensive evaluation of individuals using an

operationalized definition. The figures which we have appear to relate

as much to service utilization patterns and service availability as they

do to the criteria of the definition. Thus, what we do have are prevalence

estimates rather than true prevalence data. In fact, we sometimes find

confidence intervals such that the total population which is actually

developmentally disabled may vary by a factor of two.

While startling at first glance, this may not be as major an impediment

as it might seem to utilization of the federal definition. When one begins

to carefully review the prevalence figures for other categorical disabilities

such as mental retardation, one finds that these are equally estimated

figures and that there are very few studies of prevalence of any of the

categorical disabilities which do not feature numerous methodological problems.

If accurate prevalence figures are to be sought in Maryland an operationalized

definition is a prerequisite.

(E) Comprehensive Evaluation

A further area of consideration is evaluation. We currently determine

whether or not someone is a 'mentally retarded individual' via a comprehensive

evaluation. Current comprehensive evaluations combine a set of clinical

observations, interview findings, and standardized tests to determine

conformance to the AAMD definition of mental retardation. While there is

significant room for clinical judgment in this process, there is also

substantial professional experience and a number of standardized tests which

are perceived as critical to the establishment of a diagnosis of mental
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retardation. This same background of professional experience and, in

particular, standardized tests, is rare for many of the other disabilities

that may now result in an individual being classified as dd. An even

smaller number of professionals are experienced in purely functional

assessments.

Since both the professional experience and the standardized tests

are not currently in place for operationalizing the federal definition,

many states have gone to the checklist approach (see earlier), which

relies primarily upon clinical judgment. A wide latitude for interpreta

tion is provided, and given that there is no directly related body of

professional experience one can anticipate that the latitude will be

exercised. At issue herein is the need to develop an appropriate mix

of standardized tests, interviews, and observational approaches for

comprehensive evaluations utilizing the federal definition.

(F) The Service System

We need to consider as well the impact of functional definitions on

the service system. Funds are currently allocated to MR and NRDD programs.

What new allocation process is going to be arrived at for the future?

Service providers are now typically categorical as to their target populations.

Are we going to require that service providers move to purely functional

criteria for admission? If we begin to mix categorical populations, we

must consider the probable effects of this action. Many individuals who

are not cognitively impaired object to placement in programs with individuals

who are cognitively impaired. The effects of deviancy and stigma juxtaposition

also need to be reviewed within this context.

(G) Health Care Financing Administration (HCFA)

The Health Care Financing Administration (HCFA) has proposed a number

of changes in the federal definition in their definition of developmental
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disabilities. Among these changes is the reintroduction of categorical

definitions by citing cerebral palsy, epilepsy, and autism or "any other,

condition, other than mental illness, found to be closely related to

mental retardation ... ". This explicit statement excludes mental illness.

Additionally, it would exclude many of the other 'new disability groups'

by the requirement that "•.. this condition results in impairment of general

intellectual functioning or adaptive behavior similar to that of mentally

retarded persons or requires treatment or services similar to those required

for these persons." The intent of this aspect of the HCFA definition

appears to be to exclude the utilization of ICF/MR funding for the chronically

mentally ill and those with 'medical' conditions such as severe, chronic

heart disease.

Beyond this the HCFA definition dropped economic self-sufficiency from

its list of major life activities while keeping the requirement of substan-

tial functional limitations in three or more areas. The effect of this is---
to produce a more stringent criteria set for eligibility. Gollay's definition

of economic self-sufficiency is "maintaining oneself on a regular job that

provides adequate financial support for person" (see table in the appendix).

Most persons meeting the substantial impairment criteria in two other life

activity areas would also meet this criterion. The net effect is, therefore,

to require that the individuals have an additional area of substantial

functional limitation-(see appendix).

Within the life activity area HCFA also changed the wording of

'receptive and expressive language' to 'understanding and use of language.'

This is not a substantive change but may reduce the specificity with which

the definition is operationalized. 'Receptive and expressive language' is

an accepted professional term with generally agreed upon meanings, while
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'understanding and use of language' could be subject to broader interpreta

tion.

The last change in the HCFA definition is to drop the section which

reflects the person's need.for services provided in the usual interdisciplinary,

individually planned format found in the MR service system. HCFA states that

this was dropped as " ... service needs are a product of these factors [the

categorical functional criteria], rather than an additional criterion." Gollay

has indicated that the intent of this criterion in the federal definition is

to reinforce the pervasiveness and complexity of severe developmental

disabilities. Thus, it is not clear that deleting this criterion would have

any substantive effect on eligibility. This criterion does, however, in our

opinion, make the intent of the definition clearer and more specific as it

deals with the results of the disability from a service need standpoint.

Finally, we should note that while the HCFA definition clearly excludes

persons who have mental illness as their only disability, it would not

necessarily exclude those who have other conditions covered in the definition

together with a mental illness. There is an explicit statement to this

effect indicating that: "this definition would not preclude individuals who

are mentally ill and also have a condition indicated in the definition •••

if the individuals meet the other criteria of the proposed definition."
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LIKELIHOOD OF SELECTED CONDITIONS RESULTING
IN A DEVELOPMENTAL DISABILITY*

N
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l. Arthrogryposis A L A A M Ii *2. Severe Asthma H L H Ii L L N L
3. Early Onset Severe Bilateral Blindness A L M A M M L L
4. Dwarfism A L A A M M L Ii I
5. Bronchopulmonary Dysplasia A H A A M H H A
&. Cerebrovascular Accident: Stroke M M H M M Ii Ii 11
7. Severe Craniofacial Disfigurement A Ii Ii H Ii H Ii M

, 8. Curvature of the Spine M L A H L L L L
9. CYstic Fibrosis A L H A M M I; Ii

10. Early Onset Severe-Bilateral Deafness A Ii A H Ii L L M
11. Deaf-Blind A M H A A A H H
12. Heart Disease H L A H L L L L
13. Hemophil ia A L A, H Ii Ii L M
14. Huntington's Disease H A A A A A H H
15. Immunodeficiency Disorders Ii Ii A H Ii M L Ii .'
1&. Juvenile Diabetes Mellitus H L A A M M L M
17. Juvenile Rheumatoid Arthritis H N A H Ii M L Ii
18. Limb Deficiency-Disfigurement of Extremity H N Ii H Ii ,M L Ii
19. Multiple Sclerosis H M L H MH MH L L
20. Hereditary Progressive Muscular Dystrophies A Ii A A H H L H
2l. Osteogenes.is Imperfecta A N H A Ii M L M
22. Post Polio Paralvsis H N M H M M L M
23. Childhood and Adolescent Psychosis N A A H H H L H
24. Specific LearninJ!; Disability L A A H M M L H
25. Sickle Cell Anemia H Ii H H Ii M L H
2&. Spina Bifida H M A A H M Ii H
27- Spinal Cord Iniury A N M A Ii Ii L M ,
28. Spinal Muscular Atrophy A L A A Ii M L M
29. Systemic Lupus Erythematosus H Ii H H Ii I Ii L Ii
30. Thalasemia Ma ior A L A A Ii Ii L rf
31. Tourette Syndrome Ii Ii H H L M L L
32. Tuberous Sclerosis H H A A H H H H

"OLD" CONDITIONS AzAlways M-Moderate
L=Low ~= 'a'" Il. Mental Retardationlmoderate,severe,profound) Ii A A A H H A H I

2. Cerebral Palsy H M A H Ii M A MH
3. EpilepsY Ii M M H L L H L
4. Autlsm L A A H H H A' n

• This is not a list of the conditions leading to a dev~lopmental disability • It
omits many cond i t ions that might result in aDD. and includes some that are
unlikely to result in a DO. THis list is illustrative only. Includes those

Iresulting in MR.

,
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TABLE B, RELATIONSHipS AMONG LIFE ACTIVITY"LIMITATIONS

LIFE ACTIVITY LIMITATIONS

LIFE
ACTIVITY

LIMITATIONS

Self-eare X I X

... I Expressive and.... - I X I I I X I XReceptive Language " .

Learning X X I-I X I X I X I X

Mobility X ~ X " I X

Self-direction - X I X

Independent
I I I ILiving I I - I X

Ecolfomic Self-
ISufficiency t I I I I X

!

X • Presence of life activity limitation

Example: If a person is limited in SELF-CARE, it is likely hel
ahe viII alao be limited in INDEPENDENT LIVING and
ECONOMIC SELF-SUFFICIENCY.



•

HCFA D=finition

• Persons who have a severe chronic disability that rreets all of
the following conditions:

(a) It is attributable to--

(1) cerebral palsy, epilepsy, or autism; or

(2) AIry other condition, other than mental illress, found to be
closely related to rrental retardation because this ccn:iition
results in inpainrent of gereral intellectual functioning or
adaptive behavior similar to that of rrentally retarded persons,
or requires treatment or services similar to those required
for tllese persons.

(b) It is manifested before the person reaches age 22 •

(c) It is likely to oontim:e indefinitely.

(d) It results in substantial functional limitations in three or more of
the following areas of major life actiVity:

(1) Self care.

(2) Understanding and use of language.

(3 ) learning.

(4 ) Mobility.

(5) Self-<1irection.

(6) Capacity for independent living.
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Name . ;!

jet.. StrATE OF FLORIDA
I

t '" ;

. ':'

,
, .' . I ' ~

DISTRIc'r
DEVELOPHENTAJ, SERVICIlS PROC'-::"RAJ7:",':""",-=-HAnnITAl'IOIl PLAN

CIiRl'IFICA'fE OF ELIGIJlILI'rI
P. L. 95-602

"sS'J_' _ Date' _

The above-named client has received an interdisciplinary evaluation and the results of the evaluation substantiate 'lll't:

;1

(1) The client is at rialtof becoming developmentally <1isabled; the physician'a statement is attached.
(If thia is checked, "Yes",it is not necessary to complete (2) through (6).)

, ,':"
f ',..' ,~.'.' .

(2) The client has a chronic disability which is attributable to a mental or physical impairment
',or a combination of, both; " '

YE:'

YIl::

NO

NO

(3) manJ.feste<1 before the person attained t~renty-two years of age;

(4) will likely continue in~efinitelYi

(5) will result in substantial functional limitations in three or more of the following
areas of major life ,activity:

YBi l

YE~'

NO

NO

, , '\iI\I·,i~i
, l\iC!'·(o',. ,;\~.

. ' ,,\. ,,>:il.,~!.. ,~,

!' .
, Self-Care

Eating-Drinking
-Hygiene

Grooming

,,' " ' 'Receptive and
'-Expressive Language

Receptive
Expresnivo

Learning
-- Cognition

--Retention
--Rensoninll
--Pre-Academic Skills
--Academic Skilla

_lIobility
Novemcnt

--Cross 1I0tor Conti a:'
--Fino Notor Contr"l

*
~
§
H
~

*; . i.',;,

for Independent Economic Self-Sufficiency
-- Pre-Vocational/Vocational

- skills
Job finding

I 110rk Adjustment

')

Self Direction " Capacity
-- Interpereonal/Family' :,:,1,-,- Living__ . j' 'I"

Relations:', ' Housekeeping
Initiative ' , --Honey lIanngement

:,-Health and Safety
--Using Community
,-- Resources

(6) The'individual's disability (docs) (docs not) reflect a need for a cllmhination and Requellce of special,
interdisciplinary or generic care, treatment, or other services ~Ihich nrc either lifelong or of an
extended duration.

j.

(7) , The client is eligible;

I;' !'.

YES __110
,

, i

, , lIPe Chairperson
.... ,. _'~:",n:....J ...:...~>-...-. . ._.....~ ... .:.i;",.~.,. ¥

,
" :

l'dtle

r.~-:p M'"nnp,ll'"


